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Advocacy Priorities 2009

Maintain funding for the Virginia Bleeding Disorders Program (VBDP)
· The VBDP helps to pay for needed medical services, including clotting factor concentrates, for people with bleeding disorders who are either uninsured or underinsured. Over 250 Virginians are served.
· Adequate funding for the VBDP must be maintained, taking into account increases in numbers of patients who need the program, as well as increases in the cost of needed treatments and services.  
Maintain individual and small group insurance policies that require coverage for hemophilia and congenital bleeding disorders (§ 38.2-3418.3).

· Make certain that there are mechanisms in place for people with bleeding disorders to purchase individual insurance that contains hemophilia as a mandated insurance benefit.
Access to the full range of products and services needed by people with bleeding disorders

· Access to federally-funded hemophilia treatment centers (HTC) at the Children’s Hospital of the King’s Daughters in Norfolk, at Virginia Commonwealth University in Richmond, the University of Virginia in Charlottesville, the adult treatment center at Georgetown University, the pediatric center at the Children’s National Medical Center in Washington, DC, and the pediatric satellite in Fairfax.
· The staff includes hematologists, nurses, physical therapists, social workers and other healthcare professionals, all of whom specialize in treating bleeding disorders and their complications. 

· A study by the Centers for Disease Control and Prevention showed that patients seen regularly at an HTC have significantly lower morbidity and mortality rates than those seen outside the HTC setting.

· All individuals in the state, regardless of how their care is reimbursed, must have access to these centers.


· Access to the full range of available clotting factor concentrates 
· Many individuals with hemophilia and other bleeding disorders require the use of manufactured clotting factor concentrates to replace the clotting factors that are deficient in their blood. These lifesaving drugs may be used “on demand” to treat bleeds when they occur, or as part of a prophylaxis regimen to prevent bleeding.  

· Each product is unique, and works differently for each patient. 

· Clotting factor concentrates are very expensive biotech drugs that are usually included in the category of specialty pharmacy.  

· Clotting factor concentrates are unique therapies that require specialized handling by homecare companies and other pharmacies with knowledge, experience, and a commitment to providing quality service. 

· Payers have also tried to cut costs by designating who may provide clotting factor concentrates to those they reimburse. 
· It is critical that patients have the ability to obtain their factor from providers who understand hemophilia and have proven themselves capable of providing high quality service.

